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Abstract

Objectives: Patient Health Priorities Identification (PHPI) is a values-based process in which
trained facilitators assist older adults with multiple chronic conditions identify their health
priorities. The purpose of this study was to evaluate patients’ perceptions of PHPI.

Design: Qualitative study employing thematic analysis.
Setting: In-depth semi-structured telephone and in-person interviews.
Participants: Twenty-two older adults who participated in the PHPI process.

Measurements: Open-ended questions about patient perceptions of the PHPI process, perceived
benefits of the process, enablers and barriers to PHPI, and recommendations for process
enhancement.

Results: Patient interviews ranged from 9-63 minutes (median = 20 minutes; Interquartile range
= 16.5). The mean age was 80 (standard deviation = 7.96), 64% were female, and all patients
identified themselves as white. Of the sample, 73% reported no caregiver involvement in their
healthcare and 36% lived alone. Most patients felt able to complete the PHPI process with ease.
Perceived benefits included increased knowledge and insight into disease processes and treatment
options, patient activation, and enhanced communication with family and clinicians. Patients
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identified several factors that were both enablers and barriers to PHPI including facilitator
characteristics, patient demographic and clinical characteristics, social support, relationships
between the patient and their primary care provider, and the changing health priorities of the
patient. Recommendations for process enhancement included more frequent and flexible facilitator
contacts, selection of patients for participation based on specific patient characteristics,
clarification of process aims and expectations, involvement of family, written reminders of
established health priorities, short duration between facilitation and primary care provider follow-
up, and the inclusion of health-related tasks in facilitation visits.

Conclusions: Patients found the PHPI process valuable in identifying actionable health
priorities and healthcare goals leading to enhanced knowledge, activation, and communication
regarding their treatment options and preferences. PHPI may be useful for aligning the healthcare
patients receive with their values-based priorities.
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Patient Priorities; Preferences; Goals and Goal-Setting; Older Adults; Multimorbidity

INTRODUCTION

Older adults with multiple chronic conditions and their caregivers, frequently report that
their medical regimens are as burdensome as the conditions they are intended to treat.1~
Patients with multiple chronic conditions often see several primary care and specialist
providers per year, have complex medication regimens involving multiple medications, and
complete self-monitoring tasks on a daily basis.1> These patients also vary in their health
priorities. Health priorities are the health outcome goals patients most desire from their
healthcare within the context of their healthcare preferences, that is the healthcare activities
that patients are willing and able to do to achieve these outcomes.6-12 Healthcare decision-
making informed by patient health priorities allows clinicians to align their plan of care to
what matters most to the patient, avoiding conflicting recommendations, better selecting
among various care options, and reducing treatment burden.1!

In 2014, a national group of stakeholders representing varied healthcare perspectives
(clinicians — both primary and specialty, health system leaders, health insurance providers,
patients, caregivers, experts in health IT and design) initiated an 18 month process to design
a healthcare prototype to help patients with multiple chronic conditions identify and
communicate their health priorities.13 In this patient-centered approach, a facilitator (who is
a member of the healthcare team) helps patients identify their health outcome goals and
healthcare preferences (i.e. patient health priorities) and transmits this information through
the electronic health record to the patients’ clinicians. During a follow-up visit, patients,
caregivers, and clinicians then collaboratively make healthcare decisions that align with
these patient health priorities. This values-based decisional process is referred to as Patient
Priorities Care (PPC).13.14

We previously described the development, refinement, and implementation of PPC and of
the Patient Health Priorities Identification (PHPI) process component, the first step in PPC,
elsewhere.13-15 We then sought to solicit patient perspectives of the PHPI to iteratively
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improve the process for future work and applications. Therefore, the purpose of this
qualitative study was to describe patients’ perceptions of the PHPI process, identify enabling
factors and barriers to the process, and elicit recommendations from patients on process
enhancement.

Study Design

Sample

Methods and results are reported in accordance with the Consolidated Criteria for Reporting
Qualitative Research.16 The PPC program was developed and piloted in a primary care
practice located in Connecticut.23:1% The PPC pilot involved ten primary care clinicians and
five cardiologists who provided cardiology care, if needed to patients from the primary care
practice. Two PPC health priorities facilitators (an advanced practice nurse and a case
manager), both members of the primary care practice team, conducted the PHPI sessions.
Facilitator training has been described elsewhere.13.15

Patient inclusion criteria for participation in PPC included having three or more chronic
conditions, prescribed at least 10 medications, seen by >2 specialists over the past year and
English-speaking. Exclusion criteria included advanced dementia, chronic dialysis, residing
in a nursing home, or meeting hospice eligibility. The final decision regarding patient
participation in PPC was left to the patient’s primary care clinician. The patient’s primary
care clinician invited the patient to participate in the intervention during a clinic visit.
Following consent, facilitators completed the facilitation session with the patient, either in
the clinic after the primary care visit, at the patient’s home, or by telephone. Facilitators
collected baseline patient data, including patient demographics and clinical characteristics,
at the time of the facilitation visit and from the patient’s electronic health record. The PHPI
component of PPC followed a scripted process to assist patients in identifying health
priorities.13:15 The result of the patient-facilitator process was a template that described what
mattered most to the patient including their specific, reliable, and actionable health outcome
goals and healthcare preferences, as well as their self-perceived health trajectory.1> Upon
completion, the template was uploaded to the electronic health record to inform subsequent
healthcare recommendations and decision-making.1>:19 Patients received a second telephone
call or visit from the facilitator one to two weeks after the initial visit. During this call or
visit, the facilitator assisted patients to refine their health priorities and prepared them to
communicate their health priorities with their clinican. The study was approved by the Yale
University and Baylor College of Medicine Institutional Review Boards.

All eligible patients who completed at least one PHPI facilitation session between 10/2016 —
9/2017 (n=48) were mailed letters inviting them to participate in a semi-structured,
qualitative interview. Patients were contacted by telephone 1-2 weeks after the letters were
mailed to obtain consent and schedule an interview. Patients were offered a $25.00 gift card
as reimbursement for their time participating in the interview.
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The patient’s verbal consent was obtained prior to data collection. Qualitative interviews
took place over the telephone or at a location of the patient’s choosing. An experienced
interviewer (SLF) conducted all interviews, which were digitally recorded and
professionally transcribed and redacted. All interviews followed a structured interview
guide. Specifically, patients were asked about their overall thoughts of PHPI, perceived
benefits, enabling factors and barriers, and ways to improve the PHPI process.

Data Analysis

RESULTS

Perceptions

The inductive qualitative approach of thematic analysis'’ was used to analyze interview
data, an approach that relies on the synthesis of qualitative data to identify patterns and
develop themes across experiences. The coding team was comprised of SLF, a doctorally
prepared nurse practitioner with qualitative expertise and EK, a masters-level research
associate. Atlas.ti qualitative software (Scientific Software, Berlin, Germany, version 5.0)
was used to manage and analyze study data.

The coding team began with a line-by-line review of transcripts and open coding of data
using descriptive phrases to identify key concepts. Following review of the first five
transcripts, coders developed an initial code key, which was reviewed with the full study
team. This code key was expanded and refined through independent and then joint review of
subsequent transcripts. Coders compared codes until achieving agreement on all codes, code
meanings, and conceptual categories. Coding discrepancies were ajudicated via group
consensus. Coders then applied the final code key to all transcripts, produced code reports,
and analyzed reports to develop themes. Coders created memos to capture thoughts and
questions about the data during this analytic process. Recruitment, interviewing, and coding
occurred concurrently until data saturation was reached.18 Coders shared findings with the
full study team for feedback throughout coding and analysis.

Of the 47 patients who were sent letters, 32 were reached by telephone; 22 patients (69%)
consented and completed interviews. There were two in-person and 20 telephone interviews.
Interviews ranged in time from 9 to 63 minutes with a median of 20 minutes (Interquartile
range = 16.5). Patients’ mean age was 80 (SD 7.96) years; 64% were female; all patients
identified as white (Table 1). Thirty-six percent of patients had some college education or
higher; 5 (23%) were Medicare/Medicaid dual eligible. Of the sample, 73% reported no
caregiver involvement in their healthcare and 36% lived alone. Mean number of
comorbidities per patient was 5.3 (SD1.94).

of Patient Health Priorities Identification

Patients reported that the PHPI process gave them the opportunity to discuss and “sit down
and really think (P184)” about their health and health priorities in an expanded, proactive
way. Patients viewed the content and context of the PHPI, and their conversations with
facilitators, as distinct compared to conversations with other clinicians. Patients described
facilitation sessions as more personal, detailed, and more involved than typical encounters
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with healthcare providers. “You go to the other doctors and they don’t really take the time to
do this,” a patient said, “to find out what they could do to make things more beneficial to
older people (P5).” Patients endorsed the purpose and intended outcomes of the PHPI
process reporting that they were able to identify actionable goals and make specific changes
“about what | wanted and what issues | had (P184).” Most patients felt they were able to
identify their health priorities with relative ease.

Several patients offered constructive feedback on the PHPI process. Patients felt that the
purpose of the PHPI process could be clarified and differentiated from other home
healthcare encounters, such as in-home annual physical examinations. Some patients found
the facilitator’s questions regarding health outcome goals and what mattered most to the
patient difficult to answer. Patients identified several reasons for this, including an unclear
understanding of what was being asked, limited exposure to discussing such topics during
past healthcare encounters, or because the questions required a significant amount of thought
and reflection on the part of the patient. “I had to think to answer them (P9),” a patient
reported.

Perceived Benefits of Patient Health Priorities Identification

Patients identified several benefits of the PHPI process (Table 2.) Patients reported gaining
in-depth knowledge of their health during the facilitation visit and a better understanding of
the healthcare tasks they could undertake to help improve their quality of life. In some cases,
the PHPI process aided patients in acknowledging limits on attaining their goals and
preferences in the context of their current functioning or life circumstances. Patients
described feeling activated to take responsibility for their healthcare and noted increased
confidence in maintaining their health as result of participation in the PHPI.

Patients found that participation in the PHPI process led to changes in the ways they
communicated with their family as well as other clinicians. Patients described being able to
speak with family “more freely (P142)” after the facilitation and viewed the facilitation as a
catalyst for talking to their family about their healthcare goals and preferences. Patients also
reported feeling empowered to ask questions of clinicians as the result of the PHPI process,
for example, in seeking clarification of the purpose and consequences of medical treatments
or the likely impact of such treatments on quality of life.

Enabling Factors and Barriers to Patient Health Priorities Identification

Patients identified several enabling factors and barriers to PHPI. In most cases, these factors
were both an enabling factor and barrier to participation in the PHPI process. Factors
included facilitator characteristics, patient characteristics and support, the relationship
between the patient and their clinician, and the changing priorities of the patient (Table 3).

Facilitator characteristics that could enable or act as a barrier to the PHPI process included
the facilitator’s personality, communication style, and knowledge, comfort, and training with
the PHPI process. Patient characteristics including demographic factors (e.g. age, income),
and clinical factors (e.g. past and current medical conditions), and external life
circumstances such as caring for adult child, could also help or hinder patients’ ability to
participate in PHPI. “The goals... we cannot do them right now because we are caretakers
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for my son. So we’re kind of stuck at home” a patient and his wife reported (P152). Patients
reported that social support (e.g. caregivers, adult children, friends) helped the patient to
both identify and communicate their health priorities during the PHPI process. Conversely,
patients felt that a lack of such supports could make identification of health priorities
difficult.

Patients reported that they were more likely to participate in the process when their
clinicians were enthusiastic and encouraging of PHPI. Others stated they would likely not
have participated had their clinicians been indifferent or non-supportive of PHPI. Patients
felt their health status at the time of PHPI (e.g. whether they were in excellent or poor
health) influenced their perceptions of the utility of the process. For example, patients who
reported themselves to be in good health believed that patients in poorer health or patients
with more complex medical needs and regimens would derive the most benefit from the
PHPI process.

Recommendations for Enhancing the Patient Health Priorities Identification Process

Patients provided several recommendations for enhancing the PHPI process (Table 4;
Supplementary Table S1). Several patients desired more frequent and flexible contacts with
the facilitator. For example, patients requested sessions that could be delivered in the home
or over the phone and could be tailored to their individual needs and characteristics such as
in cases of a patient’s recent illness or hospitalization. Others suggested targeting the PHPI
for specific patient populations, such as patients in poor health with shortened prognosis or
with limited social support.

Patients suggested clarification of study materials to underscore the core purpose of the
process. To facilitate recollections of what was discussed during the facilitation visit,
patients suggested that clinician follow-up visits be scheduled within 1-2 weeks of the first
facilitator visit. Patients also recommended that they be provided with documentation of
their health priorities such as take-home reminders or a summary that they could bring with
them to follow-up appointments.

Patients desired a reduction in the number of forms they were asked to complete as part of
the PHPI process. In addition, patients emphasized that it was important to include
caregivers, family members, and other social support in PHPI discussions and recommended
that these individuals be formally involved in PHPI sessions. Several patients also suggested
broadening the scope of the intervention to align it with a more typical clinician visit (e.g.
review of health problems, discussion of medications) and include health monitoring tasks,
(e.g. measurement of blood pressure, collection blood for lab work).

DISCUSSION

Older adults with multiple chronic conditions are often faced with complicated and time-
consuming healthcare regimens that may not always align with their individual healthcare
goals and preferences. This study evaluated patients’ perceptions of the PHPI process, a
process that enables patients to identify their health priorities. That is, the health outcome
goals they most desire and the tradeoffs they are willing and able to do to achieve such
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outcomes. Patients found the PHPI process enjoyable, with most reporting ease in the
identification and selection of health priorities. Results from this study demonstrate that
patients can successfully participate in the PHPI process and that participation in PHPI is
perceived to result in benefits for the patient as well as the patient-provider relationship.

Several patients suggested that facilitators conduct the PHPI facilitation session similar to
that of a typical clinician encounter, with the identification of health problems, discussion of
medications, and the completion of health-related clinical tasks. However, the intended
purpose of the PHPI facilitation visit is to identify the patient’s desired health outcome goals
and preferences, rather than focusing on the means to achieving them. The PHPI facilitation
provides clinicians with the patient’s health priorities, which allows them to identify and
align the best care options to accomplish these priorities at their follow-up appointment. This
sequential approach allows ample time for the patient to discuss their health priorities with
the facilitator, while keeping the facilitator visit to a reasonable time interval.

Patients viewed caregivers, family members, and other social support as having an important
role in the success of the PHPI process. Patients felt these individuals should be involved in
PHPI that they should be encouraged to voice their opinions on patient-identified health
priorities, and conversely, felt that a lack of such support often made identification of health
priorities difficult. These data suggest that patients may view their health priorities as
influenced by the views, and potentially the health priorities, of their caregivers and others.
This finding aligns with past reports of factors that influence care preferences among older
adults? and underscore the importance of caregiver participation in the PHPI. Avenues for
additional research may involve the use of a patient-caregiver dyadic approach to healthcare
goals and priorities facilitation.

Other interventions have focused on identifying patient priorities for patients with multiple
chronic conditions, though these interventions have primarily been intended for patients with
advanced illness or near the end of life.21-23 Notably our study findings are similar to these
past reports?1-23 as patients in our study also found these conversations as helpful,
activating, and patient-centered. What makes the PHPI process unique is it promotes
identification of priorities that relate to the whole person, encompassing the interactions
among multiple conditions rather than a focus on a single serious or advanced illness.

Encouraging patient involvement in conversations during routine clinical encounters about
the trade-offs among outcome goals, care preferences, and care options, can normalize early
and frequent discussion of patient priorities. Earlier conversations about patient priorities
may make similar conversations at crucial transition points, such as in advanced illness or at
the end of life, less difficult. Through participation in the PHPI, patients can develop
“current care” plans that align and will continue to align with their desires and abilities, even
as their disease progresses. Additional research is needed to determine the ideal timing and
frequency of such conversations, as well as the association between these conversations and
changes in patient priorities and outcomes.

There are several limitations to this study. There is the potential for selection bias given that
the qualitative study was sampled from a restricted geographic area and was limited in terms
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of racial diversity. Results from the current study may not apply to other populations such as
nursing home residents or patients with other racial or ethnic backgrounds. The median
interview length was 20 minutes, a duration which could have limited the granularity of
study findings. However, our structured interview guide included probes to facilitate
participant recollection of the PHPI process, interview length was determined by patient
preferences, and interviewing and coding occurred concurrently until data saturation was
reached.

Implications and Next Steps

Findings from this study, as well as the feedback obtained from PHPI facilitators®, has led
to several iterative revisions of the PHPI process. In order to clarify the content and context
of the PHPI, we revised the facilitator guide and patient materials to clarify the questions
asked by the facilitator, explanations provided by the facilitator, and key PHPI concepts
discussed during the facilitation session. Patients were given copies of their priorities
template and a conversation starter document to take with them to their follow-up clinician
visit in order to reinforce what was discussed during the facilitation session. Based on input
from patents and clinicians®, we added the “specific ask” to the PHPI, the one thing that the
patient most wants to focus on in their health or healthcare to achieve their most desired
activity more often or with greater ease. We also shortened the time interval between PHPI
and the following clinician visit and added the option of meeting with the facilitator during
the same visit in which the clinician invited the patient to participate in PPC.

Our ongoing work includes obtaining clinicians’ perspectives of PPC and assessing PPC’s
effect on aligning clinical decision-making and care with patient priorities and on patient
and clinician outcomes. We will disseminate the PHPI process and PPC following
completion of this evaluation. In the meantime, patients viewed the PHPI process as feasible
and effective in assisting them to identify their health priorities, engaging them in their care,
and potentially aligning the healthcare they receive with the priorities they value most.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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Definitions:
. Health outcome goals are the health and life outcomes that patients’ desire
from their healthcare.
. Healthcare preferences refer to the healthcare activities (e.g. medications,

self-management tasks, healthcare visits, diagnostic testing, and procedures)
that patients are willing and able to do or not willing or able to do.

. Patient’s health priorities are patients’ specific health outcome goals that they
most desire from their healthcare within the context of their healthcare
preferences.
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Sample Characteristics

Table 1.

Variable

N=22

Age, m (SD)

Sex, n (%)
Male
Female

Race, n (%)
White

Ethnicity, n (%)
Non-Hispanic or Latino
Did not answer

Education level, n (%)
Less than high school
High school/GED
Some college

Bachelor’s degree

Graduate or post-graduate degree

Did not answer
Insurance, n (%)

Medicare

Medicare Advantage

Medicare/Medicaid

Caregiver involved in healthcare, n (%)

Yes
No
Lives alone
Yes
No

Number of chronic conditions, m (SD)

80 (7.96)

8(36)
14 (64)

22 (100)

17 (77)
5 (23)

1(4)
5 (23)
5(23)
2(9)
1(4)
8 (36)

10 (45)
7(32)
5 (23)

6 (27)
18 (73)

8 (36)
14 (64)
5.3 (1.94)
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